The study of disability policy is the study of using data as well as personal attitudes to shape governmental policy that affects the lives of people with disabilities, their families, and all those who interact with them. The Americans with Disabilities Act is a prime example of a disability policy. But it has not been enough to make changes quickly and comprehensively. The purpose of the meeting here today is to see what research is needed for further efforts to improve coordination and reduce fragmentation in services for people with disabilities. Our policies are changing dramatically, driven by the New Freedom Initiative outcomes. The disability field now rejects the medical model as a main diagnosis and statistical tool. We want a social model both in statistics and in policy. Persons with disabilities want more than to be statistics of a minority group. They/we want what nondisabled individuals have-all of it, including the control of our lives. This plenary session will discuss what is being done now in the name of disability policy. You are challenged to suggest research whose outcomes will lead legislators and administrators to broaden today's policy toward tomorrow's fulfillment.
AN OVERVIEW OF SOCIAL SECURITY'S DISABILITY PROGRAMS
Sue Roecker, MA -Associate Commissioner for the Office of Disability Each month, 50 million people with disabilities collect $42 billion in benefits. Each year, 5 million new disability claims are filed, 55 million calls are made to a Social Security Administration's (SSA) 800 number, and 40 million visits are made to the SSA Web site.
Those numbers are expected to grow. As the baby boom generation enters its peak years for disability, SSA is taking steps to accommodate the projected surge in applicants. Although the Social Security's disability programs were designed as a safety net for persons with various impairments, that safety net has some "holes." Updating, streamlining, and clarifying of policies and regulations are needed in a system that is bogged down by a complex and timeconsuming application process.
SSA's Office of Disability's key research priorities are focused on determining the impact of 1) age, medical criteria, and functional status on the decision-making process; 2) increased life expectancy for people with disabilities; 3) the shift from manufacturing to a service-based economy; 4) the mechanics of providing cash benefits or compensation; and 5) how the SSA can partner with state or local programs.
SSA defines a disabled person as one who is considered "disabled" by any chronic physical or mental condition that limits his or her ability to perform the kind of work for which he or she is suited. The condition must also be expected to last for at least a year or result in death. Social Security Disability Insurance (SSDI) pays benefits to wage earners and family members as long as the earner worked long enough and paid Social Security taxes.
Qualifying for SSDI is easier said than done. The applicant's work history and the Social Security taxes paid into the fund determine SSDI eligibility and benefit amounts. An applicant must have recent work credits under Social Security and be disabled for 5 months to collect any payments. Medicare eligibility occurs after 2 years.
Eligibility and benefit calculation for Supplemental Security Income (SSI) hinge on financial need. Applicants who are aged, blind, and disabled and have little or no income for food, clothing, and shelter are also eligible for SSI. Spouses of wage earners, disabled widows or widowers, young children, and disabled children can draw both SSDI and SSI benefits.
Ms Roecker acknowledged that the SSI disability claims process is time-consuming and complicated. Each claim must be assessed on the basis of substantial gainful employment, trial work periods, extended periods of eligibility, and other work incentive provisions. Field office employees must also investigate an applicant's income, resources, living arrangements, and family before a final determination of eligibility can be made. Many individuals are then selected for annual reviews of their eligibility status.
To collect SSI, a beneficiary must meet the medical requirement and qualify under strict income and resource limits. Up to 40% of all applicants are denied benefits the 1st time they apply and do not get them until after a lengthy appeals process. In most states, qualifying for SSI is a gateway to automatic Medicaid coverage.
To expedite filing and approval, SSA is expanding its Internet services. An electronic disability case-processing system with electronic patient records will be in place in 2005, along with other improvements. The New Freedom Initiative is the Bush Administration's extensive plan to eliminate the barriers that people with disabilities face in becoming part of the community in which they live. The New Freedom Initiative enables Americans who need long-term services and supports to shop for various assistive and universally designed technologies and educational and work opportunities. It is the concept of the New Freedom Initiative that drives much of new disability policy.
MEDICAID AND DISABILITY
To redirect the focus of the Medicaid long-term services program from institutions to home and community services and to minimize the red tape, federal and state governments are 1) developing cost-effective administrative and financing plans, 2) promoting independence and responsibility in consumer-directed services, 3) assisting families and informal caregivers, 4) coordinating services and reducing fragmentation, and 5) building accountability to meet legal obligations.
Mr Lutzky said that the shift in long-term services from institutions to home and community services and supports is a rejection of the medical and social models in favor of consumer direction. "Rather than put people into an institution or that group home on the cul-de-sac where they're technically part of the community but none of the neighbors talk to them, people with disabilities want their own apartments and [for] the community to make modifications that meet their individual needs," Mr Lutzky said.
The federal government and states jointly fund the Medicaid program. Each state designs its own programs and policies, while Medicaid provides leadership and grants to states to reform their programs. The following efforts support individual control and community integration: • Direct Care Worker Solicitation to Beef Up Health Benefits for Caregivers: This $1.7 billion homeand community-based federal initiative entices states to move institutionalized individuals into the community and give them control over services.
• Alternative Residential Treatments: Additional funds are provided for home-and community-based waivers in residential treatment facilities, as well as for states to steer more people with disabilities to home-and community-based services.
• Demonstration Projects: 6 years and $250 million have been made available for demonstrations to support independence and employment targets for disabled individuals with such conditions as multiple sclerosis or HIV/AIDS. Mississippi and the District of Columbia have started a matching grant program that provides for early intervention so those individuals can collect Medicaid before they are unable to work.
• Medicaid Infrastructure Grants: Also known as "Ticket to Work," this grant program gives states up to $150 million for an infrastructure to serve disabled job seekers. Funding helps increase the availability of personal assistance support services, develops buy-in programs that enable workers to keep their Medicaid, enhances employment options and technical assistance, and bridges Medicaid with related supports and programs.
ACCESS TO HEALTH CARE FOR DISABLED PERSONS
Gerben DeJong, PhD -Associate Director, Brooks Center for Rehabilitation Studies (University of Florida); Professor, Department of Health Administration People with complex health care needs receive less access than the general population to crucial specialty services that recognize the need to maintain or enhance function. To investigate the consequences of these disparities, researchers should focus on 1) the role of ineffective health care experiences and the widespread disability illiteracy of health providers in effecting quality of care and outcomes, 2) the way that providers and health plans define and apply "medical necessity" and other policies and guidelines, 3) outcomes and quality indicators at both the health plan and provider levels, 4) case mix and risk adjustment, 5) postacute industry organization and supply, and 6) payment services effects.
Statistically speaking, disabled persons are more likely than the general population to be inactive and obese. They are also more prone to diabetes, cardiovascular disease, substance abuse, and depression yet less likely to receive timely and appropriate treatment for their chronic health conditions. Lack of access to basic health care services such as preventive services, durable medical equipment, personal assistance services, and assistive technology translates into higher mortality rates, complications, and health care costs. "Our research underscored that when [specialty care is] not received in a timely manner, individuals with disabilities experience detrimental and potentially costly health care consequences," said Dr DeJong.
He faulted the state-by-state, waiver-by-waiver approach to the development of personal assistance services for a highly fragmented system of care, particularly at the federal level. He found that "while managed care and HMOs did a better job of providing access to primary care, they exhibited a worse record in . . . specialty care." "A primary care physician can't be an expert about everything."
Managed care's restriction on specialists and postacute providers is couched in vaguely defined "medical necessity" criteria. These criteria limit access to acute care, despite the need for durable medical equipment, assistive devices, and personal assistance services that maintain or enhance function as a wedge to specialty care. The limits are especially problematic for individuals with progressive conditions, such as multiple sclerosis or muscular dystrophy, which require more complicated and prolonged treatment.
Physical and communication barriers are also problematic. Persons with mobility impairments often miss appointments because of transportation problems and the inaccessibility of provider offices and health care facilities. Patients often see disability-illiterate providers who do not have sufficient awareness or sensitivity to their patients' health care needs. For example, some providers converse with personal assistants as though the patient is not in the same room.
CONSUMER/ADVOCACY DESCRIBED CARE SYSTEM PROBLEMS
Severely disabled patients are a population that health maintenance organizations (HMOs) typically disdain because of their complex and costly needs. A common complaint against managed care by people with conditions like asthma, multiple sclerosis, and arthritis is that they waste time trying to persuade a gatekeeper to steer them to a specialist or to authorize the wheelchair or air mattress they need.
The Community Medical Alliance (CMA), the Boston HMO administered by Dr Master and a group of consumers with chronic conditions and disabilities, is meant to challenge these problems. It is known affectionately by its designers and supporters as a "Cadillac with Kia prices" in its approach to disability health care. In 1991, this group created the Boston Community Medical Group, a unique plan that puts patients with severe disabilities and chronic conditions in charge of their own care. Instead of wrangling with managed care plans that require prior approval or use medical necessity criteria to decide whether to approve purchases, individuals with their care providers make choices that work best for themgenerally personalized home care, prevention services, and worksite evaluation rather than costly hospitalizations.
Dr Master invites investigators to focus on his prepaid program as a blueprint for best practices research about "integrating case management in care delivery." His research priorities call for investigating the cost-effectiveness of programs such as his that are organized to respond at all times, develop highly personalized patient relationships, and are authorized to order rather than request services.
The Severe Physical Disability Program is open to patients with spinal cord injuries, severe cerebral palsy, advanced neurological illnesses, and traumatic brain injuries that require ongoing personal assistance for daily living. Every specialty network is equipped with a multidisciplinary team that is on call at all hours and all days to provide personalized attention and an immediate response to new problems. A designated hospital floor offers sensitive, disability-competent nursing and facilitated access to needed durable medical equipment (DME) and supplies.
The primary care team orders rather than requests services and has the power to use the checkbook. "Historically, providers had to beg a planner or organizer: 'May I send a patient to a specialist?' 'May I admit this patient or keep him in the hospital an extra day?' 'May I get a specialized air mattress in the home?'" Once nurse practitioner caseloads become more manageable and are coupled with decision-making power, they can develop more personalized patient relationships and manage cases more effectively.
Providing the best care for even the sickest patients has resulted in greater customer satisfaction with lower health care costs. CMA's personalized, responsive, integrated coordination of medical care has reduced hospitalization as an overall percentage of health care costs. CMA's monthly per-patient costs fell by about a third, compared to similar Massachusetts Medicaid patients in fee-forservice programs.
Savings because of reduced hospitalization offset the front-end investment in home health services. "The $1000 per person/per month costs for secondary complications, such as urinary and respiratory infections that were inadequately attended to, have fallen to about $400 per month, mostly based on reduced hospitalization stays," Dr Master said.
Essential to CMA's success is managed care's system of capitation. CMA gets afixed or "capitated" up-front payment from Massachusetts Medicaid for each enrollee, rather than a fee-forservice program with fluctuating costs, on an adjusted prepaid plan for special populations that promotes different systems of care. More appropriate reimbursement rates were attained by contracts with Massachusetts Medicaid to enroll SSI-eligible disabled populations via health status-adjusted premiums.
COMPREHENSIVE CARE FOR DISABLED PERSONS
Richard G. Kronick, PhD -Professor, Department of Family and Preventive Medicine, University of California, San Diego People with disabilities who need health care services account for 20% of the population but 80% of the costs. Despite the disproportionate need for services, only a few payment services, demonstration projects, or experimental programs use diagnostically adjusted payments to reflect the demand.
States should investigate the following: 1) riskadjusted payment systems as a way to more equita-bly distribute limited state health care dollars on the basis of an individual's health status, 2) the relationship between functional status and the use of health care services to integrate or better coordinate acute and long-term care, 3) adding more direct measures of the health status of populations to existing demographic factors to make capitation rates more consistent with expenditures, and 4) development and implementation of performance standards for quality and consumer involvement.
The goal of risk adjustment is to develop competitive incentives that encourage health plans to enroll people who need extraordinary amounts of care. Risk-adjusted payment systems provide a method to better coordinate care for the small minority of members who are expected to generate the most medical costs. Health-based payment plans structure premium payments to reflect the expected health risk of the enrolled population.
Health-based payment plans work best if diagnostic information is classified according to the health care requirements of those with the greatest needs. Dr Kronick developed the Chronic Illness and Disability Payment System (CIDPS) as a diagnostic classification system for Medicaid programs to make health-based capitated payments for Temporary Assistance for Needy Families and disabled Medicaid beneficiaries. Dr Kronick has since tailored the CIDPS to other health utilization systems; currently, about a dozen state Medicaid programs are paying more for sick people than for healthy people.
In January 2004, more states will begin using diagnostic assessments from health care plans and physician visits to measure the health care needs of the population. Instead of a $400 flat rate, the program computes a variable case mix. Dr Kronick said that since some states such as Oregon have incorporated health-based payments to Managed Care Organizations into their Medicaid programs, they seem able to disburse more money to people who need more care.
Health plan funding should hinge on the development and implementation of performance standards for quality and consumer involvement.
DISCUSSION
One woman asked, "How can participants in the Ticket to Work program who have disabilities of varying nature, such as multiple sclerosis, avoid losing their Medicaid benefits if they have to quit?" She said that she feared returning to work because if she had to leave, she would be required to go through the 5-month waiting period or a 29-month waiting period. Mr Lutzky replied that Medicaid has a buy-in for employees who have HIV/AIDS and multiple sclerosis. The District of Columbia's demonstration to support employment and independence grants works like a Medicaid expansion; it covers people at up to 300% of the federal poverty level who are HIV positive. The District's program, which is operated by the HIV/AIDS Administration in the Department of Health, has also received approval for running a "research and demonstration" waiver to cover people who are HIV positive but don't meet the disability criteria. The Ticket to Work demonstration program applies to other disabilities or conditions like multiple sclerosis that vary but are likely to meet the SSI criteria because if treatment is not provided, the individual will become more disabled.
A researcher in physical therapy stated that her research identified inadequate access to transportation and DME equipment as the 2 leading barriers to appropriate treatment. "What recommendations would the panel have for breaking down those barriers?" she asked.
Dr Master said that in his pilot program, with a few hundred people in a specialized system, a nurse practitioner, unencumbered by traditional rules, could provide DME as needed. This overall strategy leads to cost savings and allows for that flexibility. Dr Master said a fully capitated system has more administrative flexibility on DME payments per person/per month expenditures than an open-ended system because savings on hospitalizations offset them. Mr Lutzky said the home-and community-based waivers let states design these programs as long as they met the institutional criteria, meaning that the average cost of serving someone in the community must be less than in an institution. None of the 260 waivers in effect is having trouble meeting that test.
